There is good evidence that morbidity and mortality increase for young persons (YP) following the move from paediatric to adult services. Studies show that effective transition between paediatric and adult care improves long-term outcomes.
INTRODUCTION
There is good evidence that morbidity and mortality increase for young persons (YP) following the move from paediatric to adult services. [1] [2] [3] [4] [5] In response to this evidence, there have been a number of reports and guidelines seeking to reduce the risks associated with moving to adult services. [6] [7] [8] [9] Central to this work is the concept of transition 10 -a gradual process of empowerment that equips young people with the skills and knowledge necessary to manage their own healthcare in paediatric and adult services. Effective transition has been shown to improve long-term outcomes [11] [12] [13] and to improve the YP experience. 14 In addition, the importance of a holistic programme that addresses the medical, psychosocial and vocational needs of the YP within YP-friendly services has also been recognised. [14] [15] [16] [17] However, despite the evidence of the risks associated with a poorly managed move to adult services and availability of potential solutions, studies continue to show that the move remains ad hoc and an unsatisfactory experience for a significant number of YP and their families. 18 This paper sets out some of the obstacles that have prevented progress and reports on a successful transition programme implemented within a large National Health Service (NHS) teaching hospital in the UK, with secondary and tertiary paediatric services, where it is now established as part of routine care. The programme is also being adopted by hospitals across the UK and gaining international interest.
What are the barriers to high-quality transition?
The development and introduction of high-quality transition, supported by a simple tool, has been delayed by numerous misconceptions (see box 1).
The challenge has been to develop a generic transition tool that is simple and easy to use for the YP and carer, is accepted and addresses all the healthcare issues considered important by subspecialty healthcare professionals (HCPs) as well as being straightforward and economical to implement. In short, a means of engendering a cultural change towards transition is required; Ready Steady Go is designed to support such a change.
What is Ready Steady Go?
Aware of the evidence and taking into account the principles of transition, a large NHS teaching hospital in the UK, with secondary and tertiary paediatric services, has developed and implemented a transition programme called Ready Steady Go. It is a generic programme for YP with a long-term condition aged 11+ years. It can be used across all subspecialties. Ready Steady Go is a structured, but where necessary adaptable, transition programme. A key principle throughout Ready Steady Go is 'empowering' the YP to take control of their lives and equipping them with the necessary skills and knowledge to manage their own healthcare confidently and successfully in both paediatric and adult services. This is initiated through the completion of a series of questionnaires.
The scope of the questionnaires is as follows:
▸ To assess knowledge of their condition, their treatments and that they know who's who in their healthcare team. ▸ To support the development of self-advocacy (speaking up for yourself ). The extent to which they can speak up for themselves and ask their own questions in clinic and be involved in shared decision-making, for example, Ask 3 Questions (figure 1) is an important measure of progress. The programme works towards the YP being seen in clinic on their own, being responsible for changing their appointments and knowing from whom and when they should seek help.
▸ To develop an understanding of the issues around a healthy lifestyle, sexual heath and where relevant pregnancy. ▸ To review educational and vocational issues to ensure the YP has high but also realistic expectations and has a plan to achieve their potential. ▸ To identify any psychosocial issues. ▸ To develop an understanding of the concept of transition.
The questions are deliberately broad, providing the opportunity for the HCP to ask targeted questions specific to their condition. The answers are used as a basis for starting discussion that reveals whether the extent of the patient's perception of their own Box 1 Common misconceptions preventing timely implementation of effective transition Transition and transfer-what is the difference? Transition is sometimes treated as an event rather than a gradual process of empowerment. Some healthcare professionals report they have transition arrangements in place but on closer examination it appears that they are simply transferring the young persons (YP) to adult services with no empowerment of the YP or carer. 19 Do you need to have a 'transition clinic' in place in order to start transition? Some healthcare professionals assume that transition can only occur in a transition clinic in the presence of a specialist transition team and cannot occur in their usual clinic. This is not the case. Empowering YP and equipping them with the knowledge and skills to manage their healthcare can occur in any clinic.
Can transition begin without an identified adult team to which the YP's care can be transferred? Some paediatricians state that transition cannot occur without the presence of an adult physician in the paediatric clinic. Joint clinics with the adult team is the ideal but transition should not be delayed due to the non-availability or identification of an adult team. Transition should focus on preparing the YP for the adult service whilst an adult team in primary, secondary or tertiary care is being identified. Those YP that are being transferred to primary care for long-term follow-up should also undergo the same transition process.
Does a transition tool need to be subspecialty specific? It is a common assumption among some paediatricians that their specialty and locality requires a unique approach to transition. 20 21 However, many of the issues faced by YP during transition are generic regardless of the nature of their longterm condition. This allows a generic programme to be adopted.
Can a YP with learning disabilities undergo transition?
Some healthcare professionals and carers assume that YP with significant learning difficulties are not able to be involved in the transition process. However, studies show that they should also be prepared for adult services as far as possible 22 whilst at the same time supporting their carers through the transition process using the same programme; 23 research continues in this challenging area. 24 At what age should transition be started? It is a common belief among some healthcare professionals that transition should start a year or so prior to transfer to adult services. Studies show that starting transition at around 11-12 years of age leads to better knowledge and skills, 25 resulting in improved long-term outcomes. Starting around 11 years of age or soon after ensures the YP and carer has more time to prepare for adult services and can move through the process at their own pace. For many YP, this is also a time of change as they are moving from junior to secondary school, are taking on more responsibility and 'feeling like big boys and girls'.
Is it right to introduce an additional goal of effective transition for YP with a long-term condition who are already going through significant challenges associated with adolescence? YP with a long-term medical condition have a great deal in common as they face the emotional and intellectual challenges of becoming an adult. There are often challenges with this age group that may be biologically driven even when there are no cognitive consequences associated with the underlying chronic disease, but these can be overcome if the process continues with a well-trusted team over a long period of time.
knowledge and skills is justified. Some are prone to misrepresentation-accidentally or otherwise, this is readily identified through discussion and the underlying issues can then be addressed. The questionnaires also prompt appropriate engagement over potentially difficult issues such as sex and psychosocial concerns. Any issues that may arise are carefully addressed prior to transfer to adult services.
The intent of Ready Steady Go is that the YP will be able to manage their healthcare successfully not just in their local adult service but in any adult service across the country-whether or not they have previously met the adult physician or general practitioner (GP) to whom their care is transferred. Where the YP has learning difficulties, the carer works through the Ready Steady Go programme with the YP engaging as much as possible so that they too are prepared for the move to adult services; the programme allowing all concerns/issues to be carefully addressed and progress monitored prior to transfer.
Successful transition also needs carers to be part of the transition process. This is achieved by engaging with the carer over issues that are raised during the completion of the parent/carer questionnaire. Ready Steady Go actively involves and supports them through the process, thus making it easier for them to 'let go' and enabling the YP to gain independence.
Moving through the Ready Steady Go programme (figure 2)
YP and their carers start the Ready Steady Go programme at around 11 years of age, if developmentally appropriate. They are introduced to 'Ready Steady Go' through an introductory video and the 'Transition: moving into adult care' information leaflet. These resources and all other supporting documentation in the article can be found at http://www. uhs.nhs.uk/readysteadygo.
The 'Transition: moving into adult care' leaflet introduces ▸ the concept of transition and why the YP will eventually need to move to adult services; ▸ the timing of the move to adult services and to which adult service their care may be transferred; ▸ the topics that will be covered in 'Ready Steady Go' and who will provide the information and support to help them work successfully through the programme; ▸ how the family can help support the YP through the process and some questions they may like to ask their healthcare team.
At the next consultation, the YP completes the 'Getting Ready' questionnaire (figure 3), which, through a series of structured questions, is designed to establish what needs to be done for a successful move to adult services. The issues are not addressed in a single consultation but over the following 1-2 years in 'bite-sized pieces' at a pace appropriate for the YP and carer. Goals are agreed with the YP and carer. Progress and goals are documented in the transition plan by the HCP, which remains in the patient notes. The carer completes a separate questionnaire that follows the same format as the Ready Steady Go questionnaires, alongside the YP, to ensure that they are also supported through the transition process. It is during this time the YP and carer is introduced to the concepts of confidentiality and shared decisionmaking (Ask 3 Questions). The YP is also encouraged to start speaking up for themselves and spend a few minutes of the consultation without their carer being present.
In due course around age 13-14 years, the YP completes the 'Steady' questionnaire, which covers the topics in greater depth. It is used to monitor progress on existing issues and ensure that any new issues that may arise are also identified and tackled at an appropriate pace over the following two years, again with agreed targets and goal setting. If necessary, the carer may also fill in the parent/carer questionnaire again to ensure issues are addressed. During this stage, the YP is encouraged to engage in more depth in their healthcare and spend more time in the consultation on their own. It is still appropriate for the carer to be involved in a significant part of the consultation-this will be determined by the progress of the YP. The YP is also offered duplicate clinic letter during this stage.
The 'Go' questionnaire is started at around 16 years of age to ensure that they have all the skills and knowledge in place to 'Go' to adult services. By the end of the Go stage, the YP should have the confidence and ability to conduct the whole clinic consultation on their own. Any new issues are highlighted and once again goals are agreed and worked towards in preparation for the move to adult services. During the 'Go' stage, the YP is introduced to the adult team. The introduction should be at least a year prior to transfer and earlier in the programme if resources permit. The number of joint clinics with the adult team will be dependent on the needs of the YP and carer. The actual timing of the move to adult services is one that is mutually agreed by the YP, parents or carers and medical professionals. Prior to the move, a letter is written to the adult team summarising the medical condition of the YP, their progress through the Ready Steady Go programme and any issues that are outstanding or of concern. Where the long-term care is to be delivered solely in primary care services, the letter should also include a detailed follow-up plan for the GP and YP.
Arrival in adult services: Hello
For a seamless transfer to adult services, the YP completes a 'Hello to Adult Services' at their first clinic appointment in adult services. The 'Hello' questionnaire follows the same format as the 'Go' questionnaire for familiarity and to support the continued delivery of holistic care, self-management and shared decision-making in adult services. Any issues raised are addressed, goals set, progress monitored and recorded in the Hello to Adult Services transition plan . Periodically the 'Hello' questionnaire is reused to ensure they maintain knowledge and skill levels and that any new or ongoing concerns or problems are addressed. The carer can complete a separate questionnaire if considered necessary and they wish to do so.
There is a discrete 'Hello to Adult Services' programme that can be found at http://www.uhs.nhs.uk/ OurServices/Childhealth/TransitiontoadultcareReady SteadyGo/Hello-to-adult-services.aspx. This follows the same format as Ready Steady Go and is used for YP and adults whose first presentation with a longterm condition is in adult services. Age and subspecialty is not a barrier to using the programme.
Making it happen
Ready Steady Go is being implemented within a large NHS teaching hospital in the UK, with secondary and tertiary paediatric services, where it is now established as part of routine care. The programme is promoted through standard approaches such as staff briefings and workshops and the use of posters in clinic. More uniquely, 4 weeks a year '11+ clinic weeks' are held. All clinics during these weeks are intended for YP aged 11+ years. These targeted weeks allow the physical environment to be made 'YP friendly' and encourage the YP to start taking the first steps towards independence of care as they watch other YP/peers go through the same process. Seeing other YP and carers go through the programme also helps carers understand that letting the YP become more responsible for their care is expected and to be encouraged.
In addition, the '11+ clinic weeks' focus health professionals on transition and encourage them to adopt the Ready Steady Go Programme as part of their regular clinical practice so that effective transition becomes part of their routine throughout the year.
Initially there was reluctance to support the implementation of 11+ clinic weeks due to concerns about an increase in the administrative burden to cohort YP. This was overcome once the healthcare teams and hospital management appreciated that the majority of appointments are follow-up reviews so to cohort these YP should not increase administration time or require an increase in resources. The appointments for YP have started to come in-step with the 11+ clinic weeks, and >80% of the patients attending clinic during these weeks are 11 years of age or older. There is no expectation, or need, to achieve figures of 100% as urgent clinical reviews of younger patients are still sometimes required.
What do the users of Ready Steady Go think of the programme?
The programme has been in place for 3 years. A survey was conducted through use of a questionnaire to assess the effectiveness of the documentation that underpins the Ready Steady Go programme. This was completed by YP, carers and HCPs who were part of the Ready Steady Go programme. Just over a hundred questionnaires were returned. Feedback from all groups was excellent, showing that the Ready Steady Go documentation is simple to understand, easy to use, helps address the key issues for a good transition to adult services and improves clinical practice.
HCPs reported that they now addressed their conversation to the YP and not solely the carer; copies of letters were being offered and sent to the YP. In particular, difficult issues were being addressed in clinic and a more holistic approach was being adopted as a result of using the questionnaires. These findings were also echoed by some of the YP and their parents/ carers.
Two minor areas of concern were reported on which the following observations are made.
Relevance of all questions and its use in YP with learning disabilities
It is accepted that using a generic tool may result in a few unnecessary questions but the YP is asked only to complete those questions they think are relevant to them and to ask their healthcare provider if they are unsure. This allows the YP with a long-term condition that involves multiple specialties to use only one tool. It also enables the YP to experience supportive camaraderie through being on the same programme as their peers. Where the YP has learning difficulties, the carer works through the Ready Steady Go programme with the YP engaging as much as possible. Carers with a severely disabled YP also start Ready Steady Go so that they too are prepared for the move to adult services; the programme allowing concerns/issues to be carefully addressed and progress monitored prior to transfer.
We believe that the benefits of a generic questionnaire significantly outweigh any minor frustrations over the relevance of certain questions. This has been echoed by many young people, carers and HCPs.
Increase in consultation time
It is acknowledged that there is a marginal increase in consultation time when Ready Steady Go is first introduced to the YP and their carer. This is anticipated to decrease with the introduction of the Ready Steady Go information video for the YP and carers.
It is not intended that all the potential issues covered by the programme are addressed in a single consultation, rather that they should be worked through over a number of consultations over a period of years.
The earlier the programme starts, the longer the YP has to prepare for adult services and in due course this allows for shorter and more efficient consultations. At steady state there should be no increase in the time to run a clinic session; although a YP new to the programme may take a little longer, those already on the programme should take less time.
Next steps
The following initiatives are underway to promote the Ready Steady Go programme and ease its implementation.
▸ An information video for the YP and carers to introduce the Ready Steady Go programme has just been produced. This will reduce the time taken in clinic to introduce the programme to young people and their carers. It is also intended to address any concerns the YP and carer may have about starting the programme and emphasise the benefits of the programme. ▸ Production of a training video for HCP on how to use Ready Steady Go. ▸ An online version of Ready Steady Go and Hello to Adult Services, on 'My Health Record' (MHR) is currently being piloted. It allows YP and carers to complete questionnaires online and return them to their HCP. The completed questionnaires are stored in their electronic patient records. The HCP can send additional generic information and, if required, disease-specific links in answer to the responses on the questionnaire. MHR links into the electronic patient record and allows patients to have access to their medical letters, results, appointments and a list of their medications with the option of setting reminders. The information in MHR stays with the patient and can be shared with anyone the patient so chooses-both nationally and internationally. Studies show this improves YP experience and engagement. 26 ▸ Wider implementation of the 'Hello to Adult Services' programme across adult subspecialties as many of the issues facing any patient with a long-term condition are similar regardless of age. Anecdotal evidence indicates adult patients and physicians strongly welcome the Hello programme. ▸ Finalisation of a 'Hello to Children's Services' programme that follows the Ready Steady Go format for parents and carers of young children diagnosed with long-term conditions. They too have the same issues that need addressing using a structured approach. ▸ A study to measure the effectiveness of the Ready Steady Go programme across subspecialties and all age groups looking at patient experience, engagement, morbidity and mortality will be conducted. It is anticipated that the study will show better clinical outcomes with a reduction in morbidity, mortality and significant savings to the NHS in the longer term.
SUMMARY
The Ready Steady Go programme ▸ Is designed to deliver high-quality transition for YP across all subspecialties, which is in line with recent publications on Transition 15 (see box 2).
▸ Addresses the full range of issues for good transition and facilitates discussion in greater depth where required by the YP, carer or HCP.
▸ Is simple to understand and use. It has been widely and enthusiastically adopted and has led to a cultural change in healthcare practice where implemented. ▸ Improves clinical practice. ▸ Empowers the YP to manage their healthcare confidently and successfully in both paediatric and adult services. ▸ Is easy to implement and requires very little additional resource.
Ready Steady Go has been successfully introduced and implemented within a large NHS teaching hospital in the UK, with secondary and tertiary paediatric services, where it is now established as part of routine care. It is also being adopted widely across the UK and there is developing international interest in the programme.
The Ready Steady Go materials were developed by the Transition Steering Group led by Dr Arvind Nagra, paediatric nephrologist and clinical lead for transitional care at Southampton Children's Hospital, University Hospital Southampton NHS Foundation Trust based on the work of the following:
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